
• People living with Parkinson’s articulate fears about disability, pain, shame, and abandonment when contemplating end of life.
• Coping dimensions include feeling well cared for, finding joy, and drawing on religiosity and spirituality for emotional regulation and purpose.
• Achieving a good death involves tipping the balance by strengthening coping mechanisms and reducing fears.
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67 years 
(36 to 84) 

19          (63%) 

Stage of Parkinson’s 
Diseasea  Stage 1

Stage 2 
Stage 3 
Stage 4
 Stage 5

N (%)
5 (17%)
5 (17%)
10 (33%)
9 (30%)
1 (3%)

Religious affiliation,  
Catholicism
Evangelicalism\
Spiritism
Buddhism

N (%)
18 (60%)
9 (30%)
2 (7%)
1 (3%)

“...about the way I die... you don't need... I don't need to wait until I'm 
completely debilitated, right? I can die before I get to that point […] It's 
just that we... we just watch, you know? Like spectators watching the 
story... and I find that so awful, just... in such bad taste! Yeah... watching 
the decline, watching it go on, and on, and on... and then suddenly, it ends 
in a really bad way, with so much suffering... [...] Ugh... suffering in 
relation to everything... the limitations we have to face... your body not 
obeying you, your body just... suffering... all the stuff that comes with... 
with the illness […] I find it unfortunate to live in a country that doesn't 
have euthanasia. Oh, euthanasia is so necessary, isn't it? I've talked to... to 
some people during my life, in Europe, with people who said, “You know, in 
your country I don't know, but in mine... there are many doctors who 
decide to end a life, be it a child or an adult, whatever... when they realize 
there's no way out, they end it.” (P14) 

“No, I'm not afraid... not even of death, I'm not afraid! [My fear] is this, 
being in a bed, suffering there, causing worry for those in the house, and... 
and I wouldn't want to have... I would want, if it were my request, a quick 
death!” (P13) 

“It must be really awful to die from not being able to breathe! 
My dad has asthma, you know, and I've seen him have really bad 
attacks where he couldn't breathe... It's really terrible, right? 
The person is begging for help, you know, asking for help with 
their eyes, right?” (P08) 

"I'm afraid of... of being alone [in my last hours]!" (P27)

“Yeah, I'd like to die in a hospital!... Oh, suddenly 
you're in a hospital, you're being taken care of, 
but you're not going to make it, you know?... or 
maybe, so I don't have so much suffering.” (P28) 

"Religion helps me a lot... if I have the light, if God shows me 
the way, I have everything! Even with sickness, I have 
everything!" (P26)

“That the whole family would come together, but I don't 
know if it's possible. Before I die, right? I wanted to see 
everything like that, well, right? […], my wish was that, you 
know? I always think about that... Then I would leave very 
happy.” (P17) 

• Clear and honest
communication

• Place at end of life
• Respectful support

• Sensory pleasure
• Relational Joy

• Rituals
• Purpose
• Acceptance

Coping
Multidimensional 

strategies for managing
end-of-life fears

Feeling well cared for

Finding opportunities
for Joy

Drawing on religiosity
and Spirituality

THE FEAR OF DISABILITY

THE FEAR OF SHAME AND BEING A BURDEN

THE FEAR OF PAIN AND DISCONFORT

THE FEAR OF BEING ABANDONED AND LEFT 
HELPLESS

FINDING OPPORTUNITIES FOR JOY

DRAWING ON RELIGIOSITY AND 
SPIRITUALITY

FEELING WELL CARED FOR

Constructionist
Paradigm

Inductive 
Thematic 
Analysis
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